Purpose: People affected by neuromuscular disorders can experience adverse psychosocial consequences and difficulties accessing information and support. Online support groups provide new opportunities for peer support. The aim of this study was to understand how contributors used the message board function of a newly-available neuromuscular disorders online support group. Message postings (n=1,951) from the first five months of the message board of a newly-formed online support group for neuromuscular disorders hosted by a charitable organisation were analysed using inductive thematic analysis. Results: Members created a sense of community through disclosing personal information, connecting with people with similar illness experiences or interests, welcoming others, and sharing aspirations for the development of a resourceful community. Experiences, emotional reactions and support were shared in relation to: delayed diagnosis; symptom interpretation; illness management and progression; the isolating impact of rare disorders; and the influence of social and political factors on illness experiences.
Introduction
Neuromuscular disorders (NMDs) is an umbrella term used to characterise disorders which are "caused by a dysfunction of a component of the motor unit (the motor nerve and the muscle it controls)" [1, pg. 2] . Some NMDs are genetically inherited whilst others are acquired. The most prevalent groups of NMDs are hereditary neuropathies, disorders of the neuromuscular junction, myotonic disorders and muscular dystrophies (comprising 32%, 14.7%, 13.3% and 12.6% of the total number of people affected by NMDs respectively) [2] . The most prevalent specific types of NMDs include Hereditary Motor and Sensory Neuropathy, Myotonic recent study by Hodges and Dibb (2010) examined parents' experiences of using a Duchenne Muscular Dystrophy support organisation. Being part of a support group for this condition allowed parents to feel a sense of belonging and empowerment and to gain valued advice and support. In return, giving advice to other parents helped them to feel a sense of purpose and enjoyment. Whilst there are limited studies on social support interventions for people with NMDs, results from an evaluation of a multi-component rehabilitation intervention for people with NMDs demonstrate that members valued the peer support aspects of this programme (having the opportunity to meet others with their condition, and feeling part of a community and less lonely in their experiences) [24] . Similarly, those with muscular dystrophy taking part in an exercise intervention also cited contact with other people with similar conditions as one of the main benefits of participation [25] . These results are also consistent with the findings of a study which evaluated participants' experiences of attending a specialist neuromuscular centre [26] . Members valued the opportunity to meet others socially, develop their knowledge from meeting others with the condition and learn from others about ways of coping. It is clear from these studies on support interventions in NMDs that people affected by NMDs and their carers may value the social opportunity to interact with others facing similar situations and share informational support, as well as advice, about coping with an NMD.
Health-related online support groups have gained prominence as a source of social support and may be useful to people affected by NMDs and their carers due to the rarity of these conditions and the difficulties people may have in meeting others affected by similar disorders. Online support groups have a number of advantages in terms of accessing support, including: the availability of information and support at any time [27, 28] ; the accessibility of support from home (which may be advantageous for those with limited mobility) [29] ; and the lack of geographical boundaries to meeting a diverse support network [28] . This medium also offers anonymity for disclosing sensitive information [30] and allows people to choose whether to actively participate or 'lurk' and read online communications [31] . Potential disadvantages of online support groups include: 'flaming' or verbal harassment [32] ; reading about other members' illness progression [33] ; dealing with support group activity that is too high [27] or too low [34] ; and variable quality of medical information [35] . However, analyses of online support group postings have revealed that the majority of messages are not erroneous or harmful [36, 37] and analysis of message posts have been used to demonstrate the social support [34, 38] and self-help [39, 40] therapeutic functions of such groups.
Online support groups may provide one of the only mechanisms for people affected by rare diseases (such as NMDs) to meet people with similar experiences [41] and there is limited research exploring how people affected by rare diseases use such groups [42] . These groups may be more accessible for people with NMDs and their carers when compared with other services. For example, accessing an online support group may be easier for those with physical disabilities than traditional face-to-face groups [38, 41] . Such groups may also be beneficial for carers, who may have difficulty accessing face-to-face support groups due to their caring commitments. Online support groups also have the potential to provide members with 24-hour access to support, and the lack of geographical boundaries allows members to access a wider, more diverse support network [41, 43] . This may be particularly important in NMDs, as rare conditions may limit individuals' abilities to meet others who have experience of the same condition.
Previous research in the U.K., in which families of children with Duchenne Muscular Dystrophy were given a computer with internet access, indicated that there were positive effects of internet access on both family relationships and on the child's feelings of isolation [44] . There is preliminary evidence that families affected by NMDs have started to use online support groups in relation to the condition, and that parents value the contact with other families of children with NMDs as a peer support system [16] . There is currently no available research on how people with an NMD or their family members use such groups. The aim of this study was to understand how contributors used the message board function of a newly-available NMD online support group. To achieve this aim, a qualitative inductive thematic analysis of messages posted to a new online support group was undertaken.
Methods

Data collection
Data were collected from a publicly-accessible, U.K. based message board, on an online support group for people affected by NMDs. This online support group was hosted by a charitable organisation that supports individuals and families affected by NMDs. The group is moderated by volunteer moderators with lived experience of NMDs who were recruited via interviews with the charity. Moderators check initial posts by new members before allowing them to be posted on to the online support group forum. Charity staff members also contribute to the group through news items (e.g. developments in research, campaign work, and volunteer opportunities).
All message postings from the first five months of the group (n= 1,951) were collected and indexed into a catalogue so that messages could be analysed holistically in the context of message threads or conversations [45] . Analysis of messages posted to this new online support group (one of the first of its kind for people with NMDs in the U.K.) during its first five months of operation provided an opportunity to explore both initial and more developed conversation threads in real-time. The included messages were the product of 270 distinct conversation threads from a total of 144 group members.
Ethical considerations
Ethical approval was obtained from the Institute of Work, Health and Organisations' departmental ethics committee at the University of Nottingham. As the online support group did not require a membership log-in, and in line with similar studies (e.g. [43, 46] ), it was not deemed necessary to gain informed consent for the analysis of message postings. To protect the identity of individual members of the group, all identifiable member information (e.g. names, usernames, age, type of diagnosis, etc.) and the online support group name were removed from the analysis.
Data Analysis
Due to the lack of literature examining communication between members on online support groups for people with rare disorders, data were analysed using an exploratory, inductive, data-driven approach. Thematic analysis is a method that is applicable across a range of epistemological positions and in this study, a realist/essentialist theoretical approach was adopted in this analysis whereby the message posting content was examined at a semantic level [47] . Thematic analysis guidelines described by Braun and Clarke [47] were followed. These guidelines provide comprehensive steps for researchers wishing to describe, organise and report patterns in qualitative material and were well-suited to the authors' aim of understanding how contributors used the message board facility on this online support group.
Initial analysis involved reading and re-reading the entire message posting data set several times. This was an "active" reading, in which the first author continuously made notes on initial impressions of and emergent patterns in the data [47] . Braun and Clarke [47] outline two approaches to this initial reading phase: one in which the reading is informed by theory and interprets data in relation to theory; and a converse approach in which the data set is the sole source of meaning. In the current research, the reading phase would be more accurately described as data-driven with a theoretical undertone. Given that the authors had engaged with relevant research prior to data analysis, becoming exposed to relevant theory, initial readings of the data may have been coloured by this prior knowledge. However, the analysis remains rooted primarily in the data as is displayed in the data-driven process of thematic analysis detailed below.
In line with the data-driven approach, the initial reading phase was repeated several times to allow the first author to become familiar the data before beginning code generation. After the initial reading phase had been completed, the code-generation phase of analysis began. This second phase involved organising and interpreting the data at a basic level, breaking it down into workable segments. The entire data set was coded manually. The first author assigned descriptive/interpretive codes to as much of the data as possible, often assigning multiple codes to the same segment. These codes were collated and an exhaustive list was made of all codes.
The next analytic step refined this large index of codes. Each code was written on a separate, small piece of paper and sorted into "theme-piles" [47, p.89] . This process was not linear in nature, often requiring the researcher to rework and rethink thematic groupings. It was also recursive in that codes were sourced back to the data from which they were derived, in order to ensure analytic rigour and connection with the data. Some codes did not fit naturally into a thematic category and so were sorted into a 'Miscellaneous' theme-pile. At this point, the major theme-piles (themes) were identified, as well as smaller piles (sub-themes) that were related to but not subsumed by each other. An effort was made, at this stage, to work the 'Miscellaneous' codes into the major theme-piles, while remaining open to new thematic formations. Not all miscellaneous codes were worked in to the theme piles and some were discarded. Iterations of the thematic map were discussed and refined with the second and third authors before a final thematic map was agreed.
A final analytic step involved further refining of the themes and their sub-themes. The researcher referred back to the data again, to ensure that the raw material fed in to the emergent codes, sub-themes and themes in a consistent way that was true to the original posting material. It was also ensured that each theme and sub-theme comprised enough raw data to warrant a theme or sub-theme. At this stage, a thematic map of the analysis was drafted, including a list of themes, sub-themes and codes within the sub-themes. Considerable efforts were made at each stage of this process to ensure that the emerging analysis was rooted in the available data and reflected the experiences of the support group's members.
Results
Three over-arching themes were identified: Connecting and sharing; ' 
Connecting and sharing
This theme describes how initial connections were forged between members in this newlyformed online support group and is presented under three main sub-themes; 'establishing common ground', 'sharing diagnosis experiences' and 'sharing diagnosis support'. I've just joined and was wondering if there is anyone else here with the same condition as myself. I have been told it's rare and I thought it would be good to speak to anyone who has any knowledge of this condition. (2) In response to posts from new members, existing members shared diagnoses, symptoms or experiences and initiated further conversations, noting the availability of support for new members from other knowledgeable members. Existing members, especially group moderators, shared information on how to use the board. They also encouraged newcomers to enjoy and contribute to the online discussions by encouraging them to post messages both in relation to NMD and more social topics:
Establishing common ground
Post away with anything that is on your mind, whether it be the biased judging on Strictly Come Dancing, issues regarding your [condition type] life experience or concerns following the latest Government (dis)incentives. (3) New members were also encouraged to ask questions and were assured of the friendliness and helpfulness of others and the availability of support from forum members:
We're a friendly bunch here. (4) I'm happy to answer any questions if anyone wants to PM 1 me. (5) Finally, new members expressed enthusiasm about joining the group and gratitude for its informative and welcoming environment. Members shared aspirations about the group developing into a "powerful resource" (6) based on their personal expertise and a community of people who understand the "niggly things without huge explanation" (7):
We're all experts in our own little ways and together we've got lots of useful knowledge. (8) In addition to sharing aspirations about the development of a resourceful community, members also shared their aspirations towards the group becoming a social space to connect with others with NMDs. Some members specifically mentioned that they hoped to make friends through joining the forum:
I would like to widen my circle though so thought I would give this site a go. (7) In terms of members' aspirations for a fun and social forum, some members started social discussions based on their hobbies and interests. Similarly, the group moderators also initiated specific threads on jokes, games, pet photographs, etc.:
Post pictures of your pets or if you don't have any your favourite cute animals.
Here's one of my cats, [pet's name]......he's behind you! (8)
Sharing diagnosis experiences
Diagnosis experiences formed an important part of initial discussions. As mentioned earlier, forum users regularly introduced themselves by describing their particular type of NMD diagnosis or their family member's diagnosis, often followed by a description of how this affected them. For those who mentioned that they did not have a diagnosis, they sometimes Members shared common experiences of 'diagnostic delay'. For members who had later-onset NMDs, factors contributing to delay included a lack of realisation of the abnormality of symptoms. For example, one member described how he used to feel proud of his large calves, only to later discover that this was a symptom of his condition:
Instead of them being something to be proud of, it was pseudo hypertrophy, one of the indicators of my condition. (10) For others, personal factors such as denying their symptoms or feeling too proud to seek medical advice influenced their delay in getting their symptoms checked out: I am a relatively private person when it comes to medical problems so I didn't really say to anyone about it. (11) Delays in having symptoms recognised or taken seriously by medical professionals and in accessing specialist referrals were also commonly discussed:
It took me six years and many referrals to psychiatrists before I found a neurologist who would believe me and test me. (12) Members discussed how they experienced a range of negative emotions in relation to diagnosis including shock, uncertainty, loss and sadness: (15) Some members discussed the sense of "relief to finally have a proper diagnosis" (7) when they eventually received recognition of their symptom experiences in the form of a diagnosis, especially if they were waiting for a long time for this. Their diagnosis often came after receiving a referral to a specialist who had more knowledge about their condition:
I now have a great neurologist who believed me and did the appropriate tests. (12)
Sharing diagnosis support
One of the ways in which the online community helped others was by validating their experiences of diagnosis by noting inherent commonalities in diagnosis experiences. This validation was also often apparent when members noted similar experiences of delayed diagnosis:
I think you'll find that other members will relate to your story of how long it took to get diagnosed as many have experienced this too. (4) Members often drew on personal experience to reassure others that their feelings regarding diagnosis were normal. This included reassurance about how normal it is to feel shocked or overwhelmed by the diagnosis:
Hi [username], welcome to the forum. 4 weeks ago is a very recent diagnosis, I'm not surprised you are still in shock. Best wishes to you and your family at this difficult time. The shock will wear off as you start to come to terms with the diagnosis. Sites like this can certainly help as there will be people who know what you are going through who will be able to offer support. (16) As well as validating experiences and emotions related to diagnosis processes, forum users also provided words of comfort and reassurance to others going through the process. This support varied, but most often included the expressions of sympathy or sadness at member diagnoses:
I'm sad to hear about your sons' diagnoses, I know it's very upsetting when you find out that one's children are affected. (17) Members also offered encouragement to others in coming to terms with a diagnosis. For example, one member encouraged another not to let the diagnosis label affect their outlook:
Just make the best of what you've got. Forget the name tag and don't let it get down and life goes on as you are still you..! (18) Furthermore, members drew on their own personal experience to reassure others of the benefits of getting a proper diagnosis. They encouraged members not to dwell on the negative aspects of the diagnosis, but to think in terms of the positives of gaining access to better medical and social care services support:
[ Members used the board to discuss symptoms and coping with others who understood their experience. The sub-themes 'collective symptom interpretation', 'emotional reactions to symptoms' and 'supporting one another with condition management' illustrate this theme.
Collective symptom interpretation
A common feature of introductory messages was the detailed description of symptoms, with some users starting specific symptom-related threads. As well as describing symptoms, the impact of symptoms on daily life was presented. Symptoms often had an adverse impact on everyday activities, including social and work activities: Access to formal support and criteria for disability benefits in order to deal with symptoms and symptom progression was also a source of concern expressed by members. Regret and frustration relating to declining capacity to partake in activities (e.g. work, social and sexual activities) and lost independence were noted by many members:
I hate this. I can't go out to parties because I can't hold a cup or wear heels. (22) I would dearly love to be sexually active, it's one of my greatest sources of sadness. (27) This decline in activities led to a sense of isolation for some members.
Worst aspect of the condition? The feeling of isolation I think gets to me most.
Also, some members felt that the lack of medical treatment compounded their sense of isolation when managing symptoms.
I don't ask the impossible but I do expect a modicum of medical management. (3)
Members often discussed aids and adaptations they were using or considering using (e.g.
crutches, wheelchairs, car/home adaptations, etc.) which was an emotive topic. Many members expressed their wish to stay as independent as possible, and described difficult decisions to use assistive devices/services. While this determination not to use adaptations or aids was often motivated by trying to maintain independence, it was also influenced by concerns about other people's perceptions of such devices/adaptations:
With my muscle disease seemingly catching up with me I did opt for a Blue Badge and Motability 6 . My pride took a bashing but it was that or me (literally).
I was slowly losing confidence and falling more, still can't bear to be seen with them [crutches] but that's life. (10) Although forum users often discussed negative aspects of their symptoms, they also expressed a desire to maintain a positive outlook on dealing with their condition. Some noted their deliberate attempts to remain positive about their condition in order to help themselves to cope better:
A positive mental attitude is the best way to cope with MD 7 , so my motto is to 'Keep Smiling' whatever life throws at you. (30) 6 A Blue Badge refers to a U.K. based parking scheme which allows people with mobility problems to park in restricted parking areas. Motability is a scheme which allows people with a disability to lease a car, powered wheelchair or scooter using a Government-funded mobility allowance. 7 
MD refers to Muscular Dystrophy
Different personal perspectives were discussed in terms of dealing with any challenges related to their condition. Some advocated taking a day-by-day approach to the management of symptoms, while others opted to take a prepared approach to anticipating problems related to their condition:
I feel the best rule for me is to ignore things until they really need looked at, one day at a time. (24) My condition is getting worse and it now means the small adaptions I once made are becoming huge adaptions that I'm not always ready to make! I'm getting there though and trying to face it all head on. (7) Another way in which forum users demonstrated a positive outlook was to note how lucky they felt to have less severe symptoms than others:
It seems like [specific condition] covers a broad spectrum and I am probably quite lucky like you and your brother to be still mobile at [age], even if a little wobbly these days. (10) A positive outlook on one's symptoms was also evident in the frequent use of humour when describing specific issues. For example, the following member joked about the number of falls he had taken recently and the unfortunate circumstances in which they had occurred:
I have started to trip up over nothing and taken a few tumbles. These tumbles always seem to happen when I am in a crowded place or walking past a nice young lady or when the ground is hard. Now why is that? It is never at home on the nice soft carpet in front of the cat! (11)
While a common theme in members' discussions was a decline in social participation, the helpfulness of their family and close friends in supporting them through their condition was often noted:
I've got a great, supportive family, my circle of friends has got a bit smaller as I'm not able to get out and about as much but the ones I have are amazing. (7) This experience was echoed by others who noted, for example, that friendship was a "quality rather than a quantity thing" (3).
Supporting one another with condition management
Board users tried to help each other to cope in several ways. Members shared experiences or advice on how they managed their condition. This included information about such topics as physiotherapy, chiropody, massage, healthy eating, exercise, using special pillows, footwear and ventilators:
I find massages help my circulation when I've had one. (4) Information was also provided on services or information resources to help people cope with their condition, including securing disability benefits:
We have a thread on here about making sure you're getting all the benefits you're owed. Carers.org also have a section on their website with information about money and benefits that carers are entitled to. Hope this helps as a start. (8) Members also validated each other's experiences and feelings related to symptoms by normalising symptom experiences and emotional reactions. Due to the variability in the condition types, and different experiences of disease progression, members reassured one another that symptoms would not be experienced by everyone in the same way:
As my condition as with other forms of [condition type] can be so variable between individuals it is difficult to compare notes. (25) In response to members sharing similar experiences, a feeling of reassurance was often noted by those who felt uncertain about symptoms. Specifically, they felt relieved not to be the only one experiencing these symptoms and related difficulties:
Glad I'm not the only one with the dribble problem. (31) It's reassuring to know that I'm not the only one who has problems in this weather!
Consistent with the support offered when new members initially joined the group, users of the group continued to offer support to others and assurance of the availability of informational and emotional support from fellow members in relation to living with NMDs. Forum users repeatedly reminded others that they were not alone in their experiences of NMDs and that support was available on the forum:
Sometimes it can be from faceless friends that you can get the greatest understanding. How many members of this forum will never meet, yet the bonds you create using the typed word is no less than any friendships you have offline, in fact at times the friendships online can actually mean more. (33) Users also encouraged others to adopt a positive and proactive outlook to coping with their condition:
Maybe we can all try and focus on the upside of things rather than the negative. I do feel that for every closed door another one opens. (19) When discussing symptoms, members often reassured others about the personal benefits and positive experiences they had derived from the use of adaptive devices/aids such as ventilators:
It can take a while to get used to using it but the pros outweigh the cons in my opinion. I had more energy and less headaches in the morning. (6) Members of the online support group commonly reported experiencing difficulties in securing suitable adaptations and aids to help manage symptoms and as well suitable medical support.
Drawing on their own personal experiences, members encouraged others to fight for any adaptations, aids or services that they currently needed. In response to one member's story about struggling to get funding for an accessible bathroom, another member noted her similar experience of struggling to get a suitable bathroom in her council accommodation. She then encouraged the other member to be persistent in getting their needs met:
Sadly your experience with your local council is not unique. I had to survive a couple of years of strip washing before my bathroom was converted……Keep on at your OT, local council and hospital peeps, hopefully someone will get hosed off being nagged at that you'll get success. (3)
Recognition and awareness
Members used the board to situate their illness experiences within the broader societal and political climate. The rare nature of many of the NMDs discussed contributed to this narrative. The sub-themes below illustrate how members used the board to: share difficulties they had with getting recognition for their condition; foster debate on current political, social and healthcare issues affecting those living with NMDs; and discuss and advocate awareness raising activities to boost the profile of NMDs.
Sharing difficulties regarding NMD recognition
Members often faced problems gaining understanding about symptoms and conditions from health professionals, which was problematic in terms of getting a diagnosis and accessing supportive treatment. This was often due to the rarity of conditions:
[Member's user name] made the point, a lot of our conditions are rare, unique and different. What is so obvious is that even the best specialists do not completely understand them. (19) This lack of understanding presented problems for members, not only in terms of getting an initial diagnosis but also in terms of subsequent medical care:
My poor GP has very little knowledge of my case and it was only with my back up letters from the neurologist that allowed him to give me tablets for headaches.
This lack of understanding of their condition also caused difficulties in terms of dealing with social services professionals. One member reported his frustration at being recommended to apply for several jobs which were unsuitable for someone with his condition:
At least the Work Focus Interview Mafia are leaving me alone these days, it was a typical example of the "cream and park" system with them on the blower 8 every other day with unsuitable jobs. (10) Misconceptions by the general public were also discussed. Members reported situations where they felt excluded from certain conversations/activities, due to perceived differences between disabled people and able-bodied people:
No one thinks of people with disabilities as sexual beings. We're not seen as being able to be in a relationship, let alone have sex! (35) Members also reported difficulties in relation to people's reactions to their symptoms, which displayed a lack of understanding. This was particularly problematic for those members who
were not displaying any overt or visible signs of disability, such as using a wheelchair:
I do think there is a bit of a "you're not in a wheelchair so you're not disabled" thing going on. (18) Some members felt that discussions around welfare reforms in Government and the media misrepresented disabled people and contributed to a misunderstanding of the impact of living with disabling conditions such as NMDs. Feelings of frustration and disappointment about Government portrayals of disabled people were voiced:
One would have thought it was a very sombre moment announcing measures that would cause hardship to many thousands of disabled people. Instead Mr Osborne 9 was smiling and receiving rabid cheering from the benches behind him……I say it shows no respect for the people affected. (19) In terms of media coverage of these welfare cuts, one member felt that tabloid media were portraying disabled people as "lazy scroungers sponging off the state" (4) . This type of media coverage provoked feelings of uncertainty and vulnerability: 
Members frequently discussed their concerns about welfare reforms and other political changes. Key concerns included the impact of new changes to the benefit system and work capability assessments:
If anyone has any ideas about how people with indefinite awards will be affected I'm sure we'd all like to know. (37) In terms of welfare reforms, members also expressed anxiety that disabled people would be targeted unfairly or disproportionately by any benefit cuts, feeling that they may become soft targets for money savings and that benefit cuts could impact on their quality of life:
I too find this worrying as without sounding hard done by the disabled seem to be being 'victimised' by government in their cuts……These cuts worry me as my life at the moment runs smoothly, I am able to have care how I want, I'm able to go out when I like. If these proposed cuts were to go ahead I am suddenly going to find myself existing rather than living. (4) While members mainly expressed concerns about proposed changes to benefit and health care systems, there was also some hope expressed that some changes, such as increasing General
Practitioner control over service commissioning, may actually improve outcomes for members:
I have been involved in a lot of the politics of funding with my PCT 10 and their inability to listen and understand my condition has been astounding at times.
Regarding the proposed commissioning changes, I am hopeful but not yet convinced. (6) 
Raising awareness
In order to raise awareness about NMDs, some individuals and families created blogs and personal websites:
We were one of only 12 families worldwide to be diagnosed with the dominant form of the condition, so I decided to set up a website about the conditions. (38) Contributors also posted educational content, including research items, to the board and Conference on Saturday, we're keen to get a regional group going in [country name]so if you're interested and want to find out more come over and say hello.
An appreciation for volunteers who work to raise the profile of NMDs was also evident on the board and volunteer opportunities were advertised: 
Discussion
The aim of this study was to understand how contributors used the message board facility of a new NMD online support group. This was achieved by analysing the thematic content of message posts from the first five months of a newly-formed, publicly accessible online support group for this population.
The findings illustrate how members initiated and maintained conversations to create a resourceful and social community. In this context, as well as in other health-related online support groups [48, 49] , self-disclosure was a key factor in developing and maintaining conversations. Most members disclosed their relationship to NMDs in their initial posts, emphasising the importance of this legitimisation when joining such groups [50, 51] .
Members specifically sought out others with the same conditions or symptoms as them in order to compare experiences. This function may be particularly important for people with rare, physically disabling conditions who may not traditionally have easy access to meeting others with similar NMD experiences. The sharing of aspirations for the group to develop as a "powerful resource" and a fun and sociable group appeared to be an instrumental part of setting the conversational tone. This sharing of dual aspirations suggests that participants in the group hoped it would be an important individual information source but also a strong collective knowledge base with supportive and social functions. Due to the rare nature of many NMDs, such a forum could have a potentially important role as a mechanism for sharing and gaining information on rare illness/symptom experiences, empowering individuals and family members in relation to self-management. Moderators' efforts to welcome and support new members, as well as encouraging participation, echoes findings from recent research with online support group moderators who describe part of their role as nurturing a safe online environment [52] .
Members found it difficult to access medical advice and expertise especially in relation to diagnosis and distressing symptoms and used the message board to seek validation of their experiences. Consistent with previous research on online support groups in other health conditions [50, 53] , members used the group to exchange experiences on symptoms and coping. Members particularly discussed anxiety and sadness related to symptoms and illness progression, echoing previous research which has highlighted the fear and uncertainty experienced by those with progressive NMDs [8, 9] and the regret associated with declining ability to participate in valued activities [7] . In line with previous online support group research, members shared support and empathy, using their personal experiences to support others [39, 40, 54] and normalise illness experiences [55] . Support group members encouraged each other to maintain a positive outlook. Whilst this is a not an uncommon support mechanism in such groups [56, 57] , encouragement in this group mainly focused on resilience in fighting for services and adaptations and acceptance of any aids or adaptations that may be needed for condition management.
Many individuals on this board sought information and/or validation regarding symptoms.
The group provided a mechanism for members to discuss symptoms that were new or unusual with other members. This may be an important function of such groups for individuals who struggle with medical recognition of symptoms or are experiencing symptoms that are quite unique or specific to rare types of NMDs. Emotional validation regarding the impact of progressive symptoms is a potentially important function of the group. Members were reassured regarding their experiences of numerous emotional reactions and also encouraged one another to remain positive and to fight for any resources they needed to help them or their family members to manage. The sharing of practical suggestions on symptom management and adjusting to life with NMD also indicated how the group had begun to take on both informational and social support elements which may help empower individual members.
An unanticipated finding was members' use of the board to discuss societal and political issues relating to living with NMDs. Members discussed problems in relation to recognition of their illness which resonates with previous reports of the difficulties people with NMD have in terms of dealing with public misconceptions of their symptoms [9, 10] . Negative media and Government portrayals of disabled people were described as a source of stress.
The political climate of cuts to welfare payments created worry among members about maintaining their quality of life and independence, highlighting the need for clear advice and support for people affected by such policy changes. Members discussed and advocated varied approaches to raising awareness about NMDs which may be particularly important due to the rarity of many of these conditions. Political activism has been noted in other health-related online support groups [58] and collective action has been identified as a potentially empowering outcome of participation [54] . In this case, collective action was realised through participation in surveys and protests, sharing information, and writing letters to Government representatives that raised the profile of NMDs beyond the group. Therefore, the group can be seen as potentially giving members opportunities for individual empowerment though information provision, as well as sharing support and self-management strategies, but also by providing a more collective voice for members to challenge social and political realities of living with a rare NMD. A further limitation is that the current analysis may also be influenced by specific group dynamics such as the influences of group moderators or dominant contributors [59] . The support group was hosted by a charitable organisation based in the U.K., which may have influenced the types of contributors who participated in the group and the types of messages posted. The group may have been influenced by the specific political goals of the charity.
Therefore, it cannot be claimed that the discussion processes and content here would mimic those in other NMD online support groups, including those led by people with NMDs or their carers, or that are based in different countries. The messages analysed were also taken from the first five months of messages to this particular group which means the analysis is limited to a presentation of the formation of this group. It may be that individuals' use of more established groups differ. Therefore, there is a need for further research across different NMD online support groups and over longer periods of time to further verify and extend upon the findings of this study.
The use of message postings, whilst providing an extensive naturalistic account of member interactions on the support group, free from influence by researchers, is limited as a method of gaining insight into participant experiences. In order to extend upon the findings here, it would also be beneficial to examine participant experiences using different participatory data collection methods (e.g. interviews and questionnaires) so that members can reflect directly on their motivations for using the group, their evaluations of their online experiences and any potential positive or negative effects of participation.
In conclusion, this study demonstrates that online support groups for people affected by
NMDs may have an important role in allowing people with rare disorders to make contact with others with similar conditions and symptom experiences in order to gain understanding of, and to normalise, their illness experiences. Such groups may also afford members opportunities to discuss emotional aspects of the condition as well as share support on coping and maintaining a positive outlook. Online support groups may also provide an opportunity for people with rare disorders to raise awareness of their condition and to discuss political and social influences on living with long-term physical illnesses.
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